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Ulcerative Colitis Narrative Global Survey Findings: Communication
Gaps and Agreements Between Patients and Physicians
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Background: The Ulcerative Colitis (UC) Narrative global surveys examined patient and physician perspectives on living with UC and tried to
identify gaps in optimal care. Questions explored patient-physician interactions, UC management goals, and resources for improving communication.

Methods: Questionnaires were conducted across 10 countries, covering aspects of UC including diagnosis, treatment, and impact on patient
quality of life, in addition to standard demographic information. Descriptive statistics were calculated.

Results: Globally, 2100 patients and 1254 physicians were surveyed (from August 2017 to February 2018). Results showed 85% of patients were satisfied
with the communication they had with their physician, including discussions relating to symptoms (86%) and medication options (81%). However, 72% of
patients wished for more information and support at initial diagnosis, and 48% did not feel comfortable talking to their physician about emotional concerns.
Most patients (71%) set UC management goals with their physician. Both patients (63%) and physicians (79%) wished for longer appointments. Although
84% of physicians believed patient advocacy organizations to be important in UC management, more than half (54%) never discussed them with patients.

Conclusions: These survey results highlight overall patient satisfaction with patient-physician communication but emphasize areas for improve-
ment, such as patient desire to have more information earlier in their disease course. There is an unmet need for better information, materials,
and support. Physicians need to consider which of the available tools and resources can help patients talk more openly, and accurately, because

informed patients are more likely to engage with physicians in a shared decision-making process.
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INTRODUCTION

Ulcerative colitis (UC) is a chronic inflammatory bowel
disease (IBD) that affects the colon and rectum, and the extent
of mucosal involvement varies from proctitis to pancolitis."
Most often, UC is diagnosed in early adulthood and is clinically
characterized by relapsing and remitting symptoms including
diarrhea, rectal bleeding, abdominal pain, fecal urgency, weight
loss, and fatigue.!> More than one-third (37%) of patients with
UC report long-term chronic intermittent symptoms, and a
proportion will progress to chronic active disease and not enter
remission.’ Because of the chronic nature of UC and the signif-
icant impact of disease on quality of life,* > the relationship be-
tween patients and their physician is important in understanding
and implementing appropriate management strategies.®®

When patients and clinicians engage in shared decision-
making, it can lead to increased patient satisfaction and
improved outcomes.” A critical step in the shared decision-
making process is the communication between patients and
physicians,” and there is a need for comprehensive patient-
physician communication to cover the range of medical and
surgical treatment options.'® Patient perceptions and opinions
of different treatment options need to be integrated into treat-
ment decisions. However, patients’ and physicians’ perceptions
and opinions regarding the management of UC can differ."
A previous survey of patients with UC and health care profes-
sionals across Western Europe and Canada revealed that health
care professionals may fail to recognize the issues that are im-
portant to patients.'?

The UC Narrative was composed of 2 related global sur-
veys that separately examined the perspectives of patients and
physicians across a range of countries. Although most IBD-
related surveys encompass patients with UC and patients with
Crohn disease,'*"* these surveys were specific to UC. The UC
Narrative survey questions explored aspects of living with UC,
including day-to-day disease impact, disease management,
goal-setting, and communication between patients and phys-
icians. Here, we present patient and physician responses to
questions relating to communication during the management
of UC. The hope is that identifying gaps will lead to ways to
enhance communication and improve patient-physician inter-
actions, helping patients to cope with symptoms and increase
the likelihood that they will adhere to treatment. Improving
patient-physician communication helps patients make more
informed decisions about medications and surgical options,
thereby making them an active partner in their disease man-
agement.” %10

MATERIALS AND METHODS
Study Design and Populations

The UC Narrative is a collaborative global initiative
sponsored by Pfizer Inc that includes direction from an advisory
panel comprising adults living with UC, gastroenterologists,

IBD nurses, a psychologist, and representatives of IBD patient
advocacy organizations from 10 countries: Australia, Canada,
Finland, France, Germany, Italy, Japan, Spain, the United
Kingdom, and the United States. The goal of the UC Narrative
is to improve outcomes for people living with UC internation-
ally by identifying common and country-specific barriers to
better care and propose solutions to overcome these barriers.
The initiative involved 2 related global surveys, one patient-
based and one physician-based. Survey topics were sometimes
addressed in multiple ways, or by asking a few slightly different
questions, recognizing that responses may vary based on how
each individual question was asked. Full details of the number
of patients and physicians in each country who completed the
survey can be found in Supplementary Table 1.

Patient- and physician-based surveys were conducted
between August 2017 and February 2018 by The Harris Poll.
The patient and physician questionnaires can be found in
Supplementary Materials 1 and 2, respectively. The surveys were
designed to assess multiple aspects of UC and its management
in addition to standard demographic information (Table 1).
The physician questionnaire mirrored the patient questionnaire
where applicable. Physicians were asked to base their survey
responses on their experiences of treating patients with mod-
erate to severe UC (defined as those who had ever taken more
prescription medications than just S-aminosalicylates for their
disease). Patients were recruited from databases (held by The
Harris Poll and partners) of individuals who agreed to partici-
pate in market research studies after being recruited through a
variety of both online (eg, social media, targeted banner ads)
and offline (eg, magazine ads, targeted phone recruitment)
sources. Full details of patient recruitment can be found in
Supplementary Materials 3.

Patients were > age 18 years and self-reported that they
had received an endoscopic confirmed diagnosis of UC, had
not had a colectomy, had visited a gastroenterologist/internist
in the past 12 months, and had ever taken prescription medi-
cation for their UC. Disease severity in this study was defined
using a novel patient-reported medication history. Patients
with moderate to severe UC were defined as those who had
ever taken an immunosuppressant or a biologic for their UC
or had taken corticosteroids for >4 of the past 12 months.
Patients with mild UC were defined as those who had never
taken a biologic or immunosuppressant and those who had
taken corticosteroids for <3 months of the past 12 months.
Patients who had never taken a prescription medication for
their UC or had only ever taken 5-aminosalicylates were ex-
cluded. Patients with mild UC were capped at 20% of total
survey respondents to focus the survey on patients with mod-
erate to severe UC.

Care for UC may be provided by different specialties in
different countries. Eligible physicians across all 10 countries
must have practiced as a gastroenterologist, an internist with
a gastroenterology focus, a gastroenterologist internist, or in
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gastroenterology surgery (full details of physician recruitment
can be found in Supplementary Materials 3). To meet inclusion
criteria, physicians were required to see >10 patients with UC per
month (=5 in Japan), and at least 10% of their current patients
had to be taking a biologic to manage their UC. In the United
States, physicians had to be licensed in the state they practiced,
not practice in Vermont (to comply with the 2009 Physician
Payments Sunshine Act),'® and not be associated with Kaiser
Permanente (a standard requirement for Pfizer-funded research).

Questions on both the patient and physician question-
naires required respondents to provide a numeric response, to
select a single option or multiple options from a list, or to indi-
cate their level of agreement with a statement (from “strongly
disagree” to “strongly agree”).

Analyses of Patient and Physician Surveys

Survey responses were analyzed globally and by country.
Descriptive statistics were used to assess patient and physician re-
sponses. Analyses were primarily conducted in IBM SPSS.!” The
raw data were analyzed by The Harris Poll. In the United States,
physician results were weighted by region, years in practice, and
physician sex. In other countries, physician results were weighted

TABLE 1. Key Areas Covered by the UC Narrative Global
Surveys

Key Areas of
Patient and Examples of Topics Covered by Survey

Physician Surveys* Questions

Demographics’ Age, country of residence, sex

Diagnosis of UC  Age at diagnosis, time between symptom onset
and diagnosis

UC symptoms Overall health, symptoms experienced, daily
bathroom visits, remission status (as
considered by patients), number of flares
(in the past 12 months)

Impact of UC Emotional impacts of UC, family impacts of

UC, work impacts of UC, missed events
because of UC, top worries because of UC

Management of Important issues in management of UC, goal-
ucCt setting (treatment and day-to-day), priorities
for routine appointments

Treatment Medication (ever taken, current), satisfaction
with current medication, medication choices,
hospital visits in the past 12 months (as
reported by patients)

Satisfaction with communication, topics that

patients felt physicians could better understand

Patient-physician
communication®
Knowledge of UC Disease knowledge, treatment knowledge

Information and
support®

Patient advocacy organizations, tools to improve
patient-physician relationships

*Where applicable and appropriate, the physician questionnaire mirrored the patient
questionnaire.
fArea covered in this article.
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by age and sex to ensure alignment with the actual proportion
in the population of gastroenterologists in each country.!® For
the global patient and physician data, a postweight was applied
to adjust for the relative size of each country’s adult popula-
tion within the total adult population (> age 18 years) across
all countries surveyed.!®* The unweighted sample sizes reflected
the total number of patients who completed the survey in each
country, and all reported percentages were calculated based on
the weighted global total described here.

Individual country results were combined into a “global
total” such that each country carried a weight that was propor-
tionate to its population within the global total of countries
surveyed. Proportionate weighting for combining multicountry
data into a single total is a common practice because it relies
on externally recognized population data (this survey used the
International Data Base of the U.S. Census Bureau) to achieve
a global total that more accurately represents the real-world rel-
ative to the adult populations surveyed. The prevalence of IBD
in each country was not included in the weighting.

ETHICAL CONSIDERATIONS

In the United States, the research method and survey
questionnaire were reviewed and received institutional review
board approval (Western Institutional Review Board pro-
tocol number 20171627). The surveys were noninterventional,
were not intended to provide clinical data for treatment de-
cisions, and were not conducted as a clinical trial for any
endpoints; ethics approval was therefore not required. All re-
spondents provided their informed consent and were compen-
sated on behalf of the investigators by the sponsor (Pfizer Inc)
for their participation in the survey.

RESULTS

Survey Respondents

Across the 10 countries, 2100 patients with UC completed
the patient survey and 1254 physicians responded to the physi-
cian survey. The mean patient age was 40.8 years (SD = 12.4;
median = 38); 53% of patients were male; based on medication
history, 82% had moderate to severe UC and 67% described
their UC as being in remission (defined as controlled with few
to no symptoms). Overall, 37%, 48%, and 15% of patients de-
scribed their current overall health as good/excellent, fair, or
poor, respectively. At the time of the survey, patients reported
that a mean of 8.8 years (SD = 9.2; median = 5) had passed
since their UC diagnosis.

Globally, physicians had a mean age of 47.6 years
(SD = 10.0), had been in their specialty practice for a mean of
16.4 years (SD = 8.4; median = 15) years, and reported seeing
a mean of 39.8 patients (SD = 37.2; median = 30) with UC per
month; 85% were male. In total, 36% of physicians described
their medical practice as mostly office- or clinic-based, 23%
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were mostly hospital- or lab-based, 23% were equally split be-
tween being hospital-based and office/clinic-based, and 18%
were exclusively hospital- or lab-based.

Patient-Physician Interactions

Worldwide, the majority of patients (85%) were satisfied
with the communication they had with their physician regarding
their UC (Fig. 1A). This result was in agreement with physi-
cian perceptions on the proportion of patients who were satis-
fied with patient-physician communication; they estimated that
80% of their patients were satisfied (Fig. 1B). Globally, a high
proportion of patients were satisfied with the discussions they
had with their physician about their symptoms (86%) and about
medication options, including benefits and side effects (81%).
Although patient satisfaction was high overall, patients wished
they had been better informed earlier after diagnosis. The ma-
jority of patients (72%) wished that they had known where to
find information and support at initial diagnosis (Fig. 1C), and
more than half (54%) of patients wished that their physician had
discussed all available treatment options earlier.

Globally, physicians recognized the importance of effective
communication with their patients, with most physicians (74%)
taking steps to improve their communication skills. Most phys-
icians (71%) wished there was a way that their patients could com-
municate with them more frequently while experiencing symptoms
between visits. Physicians also noted the importance of commu-
nicating with patients soon after diagnosis; almost three-quarters
(74%) wished for more time to discuss treatment options earlier so
that their patients had a better idea of their choices. The majority
of physicians (87%) recognized that patients with UC who were
involved in making treatment decisions tended to be more satis-
fied with their treatment experience than those who were not as
involved (ranging from 76% in Japan to 96% in Canada).

Almost half of patients (48%) said that they did not
feel comfortable talking to their physician about emotional
concerns. A similar proportion of patients (55%) did not feel
comfortable talking to their physician about their sex life and
personal relationship concerns. Approximately one-third of
patients (35%) said that they wished their physician better un-
derstood how much their UC impacted their quality of life.
Only half of physicians (49%) said that they discussed the im-
pact of UC on mental or emotional health with their patients.

Routine Appointments

Worldwide, survey responses showed some overlap be-
tween patient and physician responses in their priorities for
discussion at routine appointments (Fig. 2). The top prior-
ities selected by patients were “ability to manage symptoms”
(32%), “symptoms/problems experienced since last visit”
(29%), “how to control inflammation” (29%), and “cancer risk”
(24%). Physicians’ highest priorities included “symptoms since
last visit” (53%), “ability to manage symptoms” (40%), and
“side effects of current treatment” (40%) (Fig. 2). The greatest

discordance between patient and physician prioritization was
observed for symptoms/problems since last visit (selected by
29% of patients and 53% of physicians), cancer risk (selected
by 24% of patients and 11% of physicians), and side effects
of current treatment (selected by 23% of patients and 40% of
physicians). On a country level, the greatest divergence between
patients’ and physicians’ top 3 priorities for routine appoint-
ments was noted in France and Spain (Fig. 3).

Worldwide, 89% of patients stated that they were honest
with their physician when discussing their experiences with
UC. When physicians were asked about patient honesty, 84%
agreed that their patients were honest with them, although the
majority (65%) only somewhat agreed. Most patients (81%)
felt comfortable raising concerns and fears with their physi-
cian. However, even those patients who felt comfortable still
reported some unspoken apprehension; approximately half
(49%) of patients often regretted not telling their physician
more during visits, and 57% wished they talked more about
their fears of medical treatments. Similarly, almost half of
patients (46%) worried that if they asked too many questions
then their physician would see them as a difficult patient,
which would affect the quality of care they received. Globally,
almost two-thirds (63%) of patients wished they had more
time at appointments; this desire ranged from 52% in Canada
to 76% in Italy. Globally, 47% of patients agreed that their
physician rarely had time to address all their questions and
concerns. A strong majority (79%) of physicians also wished
that they had more time at appointments, ranging from 70%
in Germany to 91% in Spain.

Goals for UC Management

Globally, the majority (71%) of patients agreed that they
currently worked with their physicians to set goals for man-
aging their UC, ranging from 51% in the United Kingdom to
84% in Spain (Fig. 4A). Patients (62%) and physicians (72%)
alike expressed a desire for greater discussion of UC treatment
goals, although responses varied by country (Fig. 4B). Patients
reported high levels of satisfaction with discussions on how cur-
rent medications might help them reach their long-term treat-
ment goals (81%) or day-to-day goals (80%). However, only
59% of physicians reported ever having discussed lifestyle goals
(eg, the ability to participate in a hobby or be able to travel)
with their patients as part of their UC management. The pro-
portion of physicians who discussed lifestyle goals on a regular
basis was lower (26%), and 15% of physicians discussed lifestyle
goals only when asked by their patients.

Resources for Improving Relationships With
Patients and the Role of Patient Advocacy

Organizations
Physicians were asked their opinion on which resources
would help them improve their relationships with patients
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A Proportion of patients who are very/somewhat satisfied with patient-physician communication regarding their UC
I Somewnhat satisfied Very satisfied
90%
85% 87% 849% 87% 84% 86% 89% 87%
I 77 I 7777 76%?9% 77777777 [ AF
Global Australia Canada Finland France Germany Italy Japan Spain UK us
B Physician perception on the proportion of patients who are very/somewhat satisfied with patient-physician communication

B Somewhat satisfied [l Very satisfied

86% 85% 84%
79% 83% 80% 81% 81%

Global Australia Canada Finland France Germany Italy Japan Spain UK us
(o3 Proportion of patients who wished they knew where to find information and support when first diagnosed with UC
81% B4% 81%

Global Australia Canada Finland France Germany Italy Japan Spain UK us

FIGURE 1. Patient and physician views on communication. Proportional weighting was used to generate global totals. Dashed lines indicate the
global total.
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FIGURE 2. Global patient and physician priorities for routine appointments. Patients and physicians could choose up to 3 options. The number in
parentheses above each bar represents the overall patient or physician ranking for each response. Affordability of medication was not requested in

France, Germany, Italy, Japan, Spain, or the United Kingdom.

(Table 2). Globally, the top resources that physicians felt
could help improve their patient relationships were an on-
line tool or smartphone application for patients to better
monitor and track their activities and symptoms (42%), ad-
vice for patients on where to get reliable information to help
them manage their disease (39%), longer visits (39%), and
the ability to refer patients to chronic disease management
classes (38%).

Patient advocacy organizations have been identified
as a source of reliable information and support for patients.
Worldwide, the majority (84%) of physicians believed patient
advocacy organizations to be important in their patients’ man-
agement of UC, although views differed by country, with 71%
of physicians in Japan agreeing compared with 95% in the
United Kingdom (Fig. 5A). Despite this recognition of the role
of these organizations, physicians only recommended them as
a source of information or support to a mean of 49.5% of
their patients (Fig. 5B). Consistent with this result, approxi-
mately half (54%) of physicians said that they never discussed
patient advocacy organizations with their patients (Fig. 5C).
Worldwide, 18% of physicians only discussed patient advocacy
organizations with their patients at diagnosis or initial consul-
tation, and only 13% discussed them on a regular basis as part
of disease management (Fig. 5C).

Worldwide, 60% of patients said that patient advocacy
organizations were important for the management of their
UC (Fig. 5A). However, less than half (46%) of patients said
that they had ever interacted with a patient advocacy organi-
zation (Fig. 5B), and less than a quarter of patients answered

yes when asked if they had reached out to a patient advocacy
organization (23%) or relied on information from a patient ad-
vocacy organization or support group to help make choices
about treatment or disease management (22%). Overall, 42%
of patients felt that their physician could have better explained
how to access information and support from patient advo-
cacy organizations. Of those patients who had interacted with
patient advocacy organizations, 72% wished that they had
known about them earlier. The patient survey also revealed
that 37% of patients had participated in a support group. In
total, 15% of patients had participated in support groups that
met in person and 27% had participated in online support
groups.

DISCUSSION

We have reported findings from 2 complementary sur-
veys developed by the Global UC Narrative Advisory Panel.
The surveys explored themes relating to patient-physician
interactions, UC treatment and treatment goals, and man-
agement of UC, with the aim of better understanding the
perspectives of both patients and physicians about aspects
of living with UC. The patient and physician surveys were
conducted independently of each other, with no direct link
between responses. One strength of these surveys was that
they were conducted across 10 countries, allowing data to
be individualized by country or to be pooled to provide a
global perspective of differences between patient and physi-
cian views and attitudes.
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FIGURE 3. The top 3 patient and physician priorities for routine appointments, by country.

The importance of communication in patient deci-
sion-making for UC has been highlighted in other studies.> - 1%
Our findings show that physicians and patients were generally
in agreement on the topics they prioritized for discussion during
routine appointments. Consistent with previous surveys,* 2!
symptom control was a high priority. However, the views of
patients and physicians are not always aligned—patient and
physician perspectives on remission have been shown to vary.®
12 This discrepancy may lead to different perceptions of treat-
ment goals, highlighting a need for better communication,
which can lead to greater adherence to treatment.?? The find-
ings of the current survey show that the majority of patients
with UC worldwide were satisfied with how they communicated
with their physician about their UC.

However, these surveys also highlighted areas where
changes can be made to enhance patient-physician interaction.
More time should be allocated to discuss UC and treatment
options earlier during the course of the disease. Empowering
patients through information and support facilitates shared
decision-making and a treat-to-target approach, in which
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physicians and patients are partners.” !> The overall goal of
this approach is to educate patients so that they are informed
about their treatment options, have confidence in how their di-
sease is managed, and are therefore more likely to adhere to the
chosen therapy.?

Both patients and physicians recognize the importance
of treatment goals, with many patients identifying concerns
important to them for managing their UC. Patients were sat-
isfied with discussions on how medications can help them
reach long-term treatment goals. However, not all physicians
discussed lifestyle goals with their patients, and only one-
quarter discussed them on a regular basis. This finding is in
agreement with a Swiss study that found that although pa-
tient and physician perceptions on IBD treatments aligned,
physicians focused on long-term objective goals whereas
patients focused on shorter-term measures such as stress
management, nutritional advice, and information on treat-
ment effects.” There remains an unmet need for more de-
tailed discussion of goals between patients and physicians,
using appropriate language to aid patient understanding, so
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A Proportion of patients who agree that they work with their physician to set goals for managing their UC
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I I I I |
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B Proportion of patients and physicians wheo wish for greater discussion about goals for managing UC
92%
82% 82%
78% 78%
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FIGURE 4. Patient-physician perceptions on goals for UC management. Proportional weighting was used to generate global totals. Dashed lines

indicate the global total.

that the views of both parties are clearly understood, which
will enable greater alignment.

The current survey showed discordance on prioritiza-
tion for some topics, including cancer risk, which patients
viewed as a higher priority than physicians, a finding that
is consistent with an American survey.!” Whereas phys-
icians’ perspectives of cancer risk likely relate to the rarity
of cancer, patients’ perspectives may reflect the subjectivity
of fear. Nearly half of the patients surveyed here were not
comfortable discussing emotional concerns with their phy-
sician. This finding is in agreement with previously reported
patient-physician surveys, which found that patients rarely
described the emotional impacts of their disease with their
physician® and that patients felt that there was not enough

emotional and psychological support.® Online forums can
provide access to the emotional support that many patients
feel is lacking when discussing UC with their physician.?®?
However, most patients express doubts about the quality of
IBD information posted on social media or the internet,?® *
which further highlights the need for increased use of patient
advocacy organizations.

Several studies have reported that physicians or other
health care providers are the primary source of information
for patients,'> 32 although patient advocacy organizations
can also be a reliable source of information. In this survey,
less than one-quarter of patients said they had reached out to
a patient advocacy organization or used a patient advocacy
organization as a source of information. Similar results were
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TABLE 2. Resources to Help Improve Patient
Relationships, as Selected by Physicians
Global Me-
Total* Range’ dian’
Resources (%) (%) (%)
An online tool or smartphone application to 42 27-70 43
better monitor and track patient activities
and symptoms
Advice on where to get reliable information 39 29-71 39
to help patients manage their disease
Longer visits 39 18-60  40.5
The ability to refer patients to chronic disease 38 18-59 39
management classes
Informed resources to provide to patients 37 18-64  33.5
More information about UC in general to 36 24-63  36.5
give to patients
A list of other health care professionals in my 35 18-59  34.5
area (eg, psychologists, nutritionists, IBD
nurses, rheumatologists, dermatologists) to
refer to patients to aid in UC treatment
More information about UC treatment op- 35 18-62 34
tions available to give to patients
Clarity on patients’ personal treatment goals 33 22-59 39
and whether they are meeting them
More tools to help patients prepare for phy- 33 12-53  31.5
sician visits (eg, list of questions to ask,
informative brochures)
A tool explaining mechanics of UC 31 18-53 325
Discussion of whether patients take their 28 15-51 29
medication(s) exactly as prescribed
More frequent visits 28 12-38  25.5
An IBD nurse to help with management 21 0-39 15
(among patients without IBD nurses)
Other methods of communication (eg, tele- 20 7-42 19
phone, video conversations, email)
Better access to colonoscopies 16 8-32 18
Other 1 0-5 1
Nothing would help improve patient relation- 1 0-6 1.5

ships

Physicians were asked, “In thinking about your patients with moderate to severe
UC, which of the following, if any, would help improve your patient relationships?”
Physicians could select any that applied from a list of 18 possible options (including
“other” and “nothing”).

*Proportional weighting was used to generate global totals.

fRange and median values were calculated from individual country data.

obtained from a Spanish survey® and a survey of European
and Israeli patients.’> Despite physicians recognizing the
importance of patient advocacy organizations, many never
discuss them with their patients. Notably, the majority of
patients who had interacted with a patient advocacy orga-
nization wished they had done so earlier, making this an im-
portant discussion topic.
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In this global survey, a strong majority of physicians
wished that they could spend longer with their patients, and al-
most three-quarters wished for more time to discuss treatment
options with patients soon after diagnosis. In a survey con-
ducted by the IBD2020 global forum, 2 of the factors signifi-
cantly associated with perceived excellent or very good quality
of care were consultation length and the quality of specialist
communication.”® It has also been suggested that there is an
unmet need for tools to aid discussion and align treatment
goals.® In this global survey, the number one resource that phys-
icians felt could most improve relationships with patients was
an online tool or smartphone application to better monitor and
track patient activities and symptoms. Such monitoring tools
have been developed for UC.333¢

The Global UC Narrative Advisory Panel surveys are the
first to provide extensive worldwide data on communication
between patients with UC and physicians; however, limitations
exist. The interpretation of patient survey findings was limited
by those patients who self-reported a diagnosis of UC, and by
relying upon patients’ accurate recall of UC management and
their understanding of survey questions. Furthermore, disease
severity was determined by patient-reported medication history
with no clinical assessment to determine disease activity. These
surveys were fielded in 10 countries, but findings may not be
applicable to all countries because of regional differences in the
management of UC. Participant responses may have been in-
fluenced by cultural variations and differences between health
systems/patient engagement with appointments and access to
UC treatments. Although racial and ethnic disparities in health
care quality have previously been reported,”” the total sample
size in the patient survey was not large enough to enable sub-
group analysis by race and ethnicity. Proportional weighting
was used to generate global totals; data from smaller countries
may thus have gotten weighted down, reducing their “share of
voice” when all countries were grouped together. However, rep-
resentative weighting is also a strength of the study because the
findings may be expected to more accurately reflect the popu-
lations surveyed. The fact that patient and physician survey
populations were independent of each other could be noted as a
limitation (lack of direct relationship between patient and phy-
sician data) or a strength (identification of differences). Finally,
survey questions were not formally validated but were designed
to reflect patient and physician experiences and perceptions.

CONCLUSIONS

Effective communication between physicians and their
patients can help ensure that patients have a good knowledge
and understanding of their disease and treatment options and
can empower patients to seek other sources of information.
Informed patients are more likely to engage with physicians in a
shared decision-making process. Physicians should be aware of
the gaps in patient-physician communication relating to quality
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A Proportion of patients and physicians who agree PAOs are important to the management of UC
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94% 95%
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B Proportion of patients who have interacted with PAOs, and mean proportion of pati who pl i have ded PAOs to

W Proportion of patients who have interacted with PAOs [l Proportion of patients who physicians recommend PAOs to
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FIGURE 5. Patient-physician communication on the importance of PAOs and the role of PAOs in the management of UC. Proportional weighting was
used to generate global totals. Dashed lines indicate the global total. PAO indicates patient advocacy organization.
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of life, emotional concerns, and sexual/relationship concerns,
as highlighted by this survey, and they should identify oppor-
tunities to address these issues during routine appointments.
Physicians face a number of challenges for effective commu-
nication with patients: first, physicians need to address patient
expectations and fears around an increasing number of UC
treatment options; second, physicians need to be mindful of
those topics of greatest concern to the patient and identify ways
to discuss topics important to both parties, because shortage of
appointment time is a barrier to communication; third, phys-
icians have to satisfy the desire of their patients to be directed to
sources of accurate information and emotional support; finally,
physicians need to consider which of the available tools are most
effective for helping patients to talk more openly and accurately
about their disease and symptoms. Tackling these challenges
can lead to improved patient-to-physician communication and
implementation of a shared decision-making approach, thus
enhancing patient experience and improving disease outcomes.

SUPPLEMENTARY DATA
Supplementary data are available at Inflammatory Bowel
Diseases online.
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